National Foundation for Ectodermal Dysplasias

BOARD OF DIRECTORS
Honorable Jerry F. Costeilo
Keith S, Ceismar

John E. Cilster, DDS.
Frank C. Hazzard

Martha L. Hyde, MD.
Catherine M. Klingelhoefer
Richard F. Moss

Yvatte Mulryan

Arthur J Nowak, D.M.D.
Chris Pagano

Kevin Pawlow

Brian F. Randall

Timothy J. Reichert, M.D.
Garrett C. Reuter

Mary K Richter

Pamela Spilbeler

Keith Throrn

Michael A. Woods

SCIENTIFIC ADVISORY

BOARD

Frank H. Farrington, D.D.S.. M.S.
Timothy J. Fete, S, M.D., M.P.H.
Albert D. Cuckes. D.D.S.. M.SD.
Christopher J. Hartnick, M.D.
Ronald}. jorgenson, DDS. Ph.D.
Richard A. Lewis, M.D., M.S.
Kathleen Motil, MD.. Ph.D.
Charles M. Myer, 11i, M.D.
Lynette L. Rosser, MSW.

Elaine C Siegfried, MD.
Virginia P. Sybert, M.D.

Barry Tanner, Ph.D.

EXECUTIVE DIRECTOR
Mary K. Richter

STAFF

Jodi Edgar Relnhardt
Kelley M. Franklin
Malinda K. Heuring
Elizabeth S. Howe
Beverly A Meier
Jackie A. Schmitz

National Foundation for
Ectodermal Dysplasias

410 East Main, P.O. Box 114

Mascootah, Illinois 62258-01 14 USA

Phone - (618) 566-2020

Fax - (618) 566-4718

E-Mail - nfedl @aol.com

Web Site - http://www.nfed.otg

A X
M%}?c Richter
xécutjve Director

hass

4

February |1, 2002 h

Commissioner of Social Security
P.O. Box 17703
Baltimore, MDD 21235-7703
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To Whom It May Concern:

| just recently received an announcement requesting comment regarding
réevised medical criteria for evaluating skin aisorciers. w.nile I reaiize my
comments come a bit past the deadline, I am sending them anyway as |
feel they are pertinent to the issue and worthy of consideration.

The ectodermal dysplasia (ED) syndromes are a large group of conditions,
which range from mild to severe in the scope and range of symptoms. It is
important to note that individuals within the same syndrome group can
vary greatly in terms of the impact of the condition. Hence, | would
strongly recommend that any individual affected by a type of ED be
considered on the merits of their personal situation. | will further state that
most individuals affected by ED syndromes do not meet a criteria
indicating an inability to do any substantial gainful activity or marked and
severe functional limitations. There are, however, some who do and as
such should be eligible-for_assistance. It is important to note that these are
very complex conditions that can be medically as well as psychological
challenging which can rnake evaluation of individual patients challenging.

In my role as Executive Director of this organization, | have seen families
whose children do not meet eligibility criteria receive assistance and
others who do be denied. | realize that individuals serving in decision-
making roles cannot know every nuance of every condition. However. it
may be worth their effort to ask a few questions of individuals farniliar
with conditions like I{D> prior to making a determination. While | am
sympathetic and compassionate for those deserving assistance because of
the nature of their condition, | have neither for those individuals who take
advantage of the system or use relatively mild conditions as an excuse to
do nothing. Clearly, either scenario is possible.

Should you wish to have additional information about the ectodermal
dysplasia syndromes, | would be happy to send it to you.

Most sincerely, ..
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